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ABSTRACT
A Needs Assessment of Parents of Children with
Developmental Disabilities

Utilizing the Family Needs Survey questionnaire

Susan Peterson

July 15, 1998

The purpose of this study was to explore the needs of parents of young children with
developmental disabilities. The survey included 70 families served through Early Childhood
Special Education. Data collection utilized the Family Needs Survey (Bailey & Simeonsson,
1990). Topics exarnined were: Information, Family and Social Support, Financial, Explaining to

Others, Child Care, Professional Support, and Community Services. Findings indicated that
parents have a high need for information about current and future services available for their

children. Family

and social support data indicated that parents have a need to find time

for

themselves. The financial needs parents reported were assistance in paying for therapy and day
care services. These parents frequently reported a need for babysitters or respite care providers.

Professional support needs most frequently reported were finding more time to talk with their

child's teacher or therapist. Community service needs were most frequently reported as meeting
and talking to parents who have a child

like theirs.
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CHAPTER

I

lntroduction
As of June 4, 1997 the re-authorization of the Individuals with Disabilities
Education Act (IDEA) Amendments of 1997 became effective and is recognized as P.L.

105-17. These amendments therefore grant free, appropriate public education to more
than 5 million children with disabilities. Part C (previously Part H) of this law focuses on

infants and toddlers. This law makes the assessment of families with infants and toddlers

with developmental delays a multidisciplinary responsibility for teams at the early
childhood level of education.
Early Childhood Special Education (ECSE) services are a collection of services
designed to meet the developmental needs of an eligible infant or toddler with a

developmental disability or delay. Early childhood intervention services can also support

families as they help their children grow and develop (Pacer Center, Inc.,1997). These
services are available through: local school districts and schools, community health or

social service agencies and organizations, and other public or private providers. Children
may qualify for early intervention services

if they:

1) have a delay or disability in one or

more of the following areas: sensory, physical, mental, or social emotional development;

or 2) have a diagnosed condition which has a high probability of resulting in
developmental delay; and 3) meet state eligibility criteria (Pacer Center, Inc. 1997). The
law requires early childhood specialists working with these children to write an

htdividualized Family Service Plan (IFSP) that includes a statement of family strengths
and needs as

well

as a description of goals and services

for both the children and their

families.
The formal requirement for family goals and services reflects a trend toward an
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increased tamily focus on early intervention (Bailey

& Sirneonsson, 1988), building

on

the premise that the family constitutes the ecological context in which the infant/toddler

functions (Bronfenbrenner, 1977). Implementing a family focus is complicated by the fact
that most professionals in early childhood programs have little training in assessing

ramily needs or providing family services. Fortunately, social workers are increasingly
becoming a part of these interdisciplinary early childhood teams to conduct family
assessments. Social workers have many tools to assess family needs, such as

interviewing skills, observation skills, specialized knowledge of services available for
referral and resource purposes, and a family systems theory basis. However, when
assessing needs

of families with infants or toddlers with developmental disabilities,

adequate assessment tools are limited.

Early childhood programs are more corrmonly known in Minnesota as Early
Childhood Special Education Programs" ln an effort to meet requirements for services
established by Public

Law 105-17, these programs.have rapidly grown in Minnesota.

This expansion is significant and has resulted in greater access to programs for previously
underserved children and families. In the midst of this expansion, professionals working

in early childhood must assess and determine needs of families as specified in Part C of
the

law. The law mandates family participation in planning

and implementing program

recommendations for infants and toddlers with developmental delays. This law
acknowledges the crucial role that parents and other family members play in the

implementation and success of early childhood special education services (Barnard &

Kelly, 1990). The law also stresses that the early intervention plan must address the
needs and concerns of tamilies (Mahoney,

Osullivan, & Fors, 1989).

The research question this study proposes to ascertain is the determination

of
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needs in 70 Early Childhood Special Education families by using the Family Needs

Survey (FNS) ( Bailey & Simeonsson,1990). The research design was a questionnaire
survey, utilizing an instrument called the Family Needs Survey ( 1990) which was used

for the direct assessment of family needs as one component to assess family needs in
early childhood services. The FNS is a 35-item survey that was developed by Donald B.

Bailey, Jr. and Rune J. Simeonsson at the University of North Carolina at Chapel Hill.
The survey was designed to assess the functional needs of parents with young children

with developmental delays. The content and format of the instrument and data is provided
to address specific needs in these areas: needs for information, needs for support,
explaining to others, community services, financial needs, and family functioning.
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CHAPTER tr

' :

Review of Literature

Social work as a profession values families and children. Since families and

children are closely intertwined in the public school system, it is an arena for social work
to employ its professional goals such as empowernent and self-determination. There is an
emphasis on families in early childhood special education (ECSE). Family focus is an
essential part of the programming in ECSE. Both parents and children are the clients of

early childhood services which impacts the role of social workers within that particular
school setting. This paper will discuss the scope of the problem, give an overview of
Public Law 105-17 as it,impacts families as service recipients and provide a theoretical

perspective. It will also give

a

history of parental roles in education, as well as establish

the need for parent support programs, and provide implications for social workers in early

childhood special education.
Scope of the Problem

All too often the children in America's classrooms experience social, personal,
and family situations that interfere with learning.

trry

(1991) notes:

"Of the children entering school last year, one in four was born into povert), half
a

million were born to teenage parents, and more than half will at some point live

with only one parent in households that are prone to poverty and stress. Two

million children

a year are reported abused

or neglected. Families with children

constitute a third of those who are homeless" (p.310).
School staff are increasingly faced with students who exhibit the social concerns

of their corrmunities, bringing with them to school daily the traumatic effects of child
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abuse and neglect of all sorts, homelessness, poor health, hunger and multi-generational

family poverty. These are stressors which certainly do not contribute to a learning
readiness environment. Young children particularly, are often unable to focus on the

academic and social demands of school.

Recognizing that schools cannot function without the involvernent of families and
the community, recent programs have focused on family support and early intervention to

meet the needs of families and children. This section of the literature review

will

concentrate on the first six years of life, which is known in service teffns as early

childhood special education (ECSE). The early years of a child's development are
particularly interesting. It appears that children's experiences in families from birth to six
years of

life have important implications for how well they do in school later in their lives

(Walberg, 1990).

Allan Carlson, in Werner's article (1989), states that the family is the crucible of
development and that there are some things that parents can do in their homes during the
pre-school years which are extremely helpful in getting children ready for school. Parents
can provide a variety of activities and experiences, ensure ample play and conversation,

respond to children's verbal and non-verbal cues, and exhibit old-fashioned virtues like

love and affection.

In addition to the factors that raise the level of learning in children, social workers
a.re

concerned with non-cognitive outcomes. Dr. Werner's (1989) article in Scientific

American, in which she described a 30-year study of about 700 infants born on the
Hawaiian Island of Kauai, considers such outcornes. The study sought to discover the
special attributes of disadvantaged and deprived childhoods. In some cases, the children
were Polynesian, but they also included immigrants from Southeast Asia, as well as many
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European descendants.

The children were exposed to prenatal and postnatal stress of various kinds:
discordant, impoverished homes and parents with low levels of formal education,

chemically dependence, substance abuse, or mentally disability (Werner, 1989). And yet
these children went on to do

well in school and beyond that, to avoid delinquency and

crime. They later made good adjustments to work life. Some of the children had physical
disabilities; they were hospitalized or separated from their parents for extended periods.
Many who were infants and toddlers had mothers who worked full time and had no
access to stable

child care. Some were born to single or teenage parents who had no other

adult in the household. Some were migrant and refugee children without permanent roots

in the community.
Werner (1989) found that a cofilmon factor in ten characteristics of their early
childhood experiences was the strength of the essential social bonds that buffered the
stress that the children encountered

in their lives. Grandparents, older siblings, other

relatives, or teachers played a supportive role when the parent was disabled, either
perrnanently or temporarily. The key seemed to be consistent nurturing to encourage trust
and having at least one enduring person in their lives that accepted them unconditionally,
regardless of their idiosyncrasies or mental deficiencies.

Werner argues persuasively that it makes better sense, and it may be less costly to
our nation to strengthen such available informal ties to kin and community than it would
be to introduce a great deal of institutional, bureaucratic care. I-eaving the humanizing,

acculturating and moral education of children to institutions outside the family would set
a very dangerous

precedent. Therefore it is important to ascertain

the needs of families

which may be done through gathering information in areas of family resources and
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strengths. These assessments can enhance the individuation of early childhood special
education services for families.

Public Law

105-1.7-

(Public Law 99-457)

The assessment of family needs traditionally has been the responsibility of
psychologists, family therapists, and social workers. The recent amendments which reauthorized Public Law 99-457 are now referred to as Public Law 105-17. In 1986, the

Education of the Handicapped Act (Public Law 99457), in its Amendments, Part H
(Handicapped Infants and Toddlers), created a federal program of discretionary formula

which granted funding for states to "plan, develop and implement

a comprehensive,

multidisciplinary, interagency, statewide system of early intervention services"
(Campbell, Bellamy, & Bishop, 1988, p.25).The law specifies family participation in
planning and implementing program recoilrmendations for infants and toddlers with
developmental delays. This law recognizes the crucial role that parents and other family
members play in the success of services to young children (Barnard & Kelly, 1990)
The law also mandates that the early intervention plan considers the needs and
concerns of families, including those of parents (Mahoney, Osullivan, & Fors, 1989).

Public Law 105-17, however, makes the assessment of families with infants and toddlers

with disabilities or delays a multidisciplinary responsibility, potentially involving
educators, therapists, nurses, and other allied health professionals. The law requires early

interventionists working with infants and toddlers with developmental delays to write an

Individualized Family Service Plan (IFSP) that includes a statement of family strengths
and needs as well as a description of goals and services for both infants and families. The

formal requirement for family goals and services reflects a trend toward and increased
family focus in early intervention (Bailey & Simeonsson, 1986; Dunst, 1985), building on
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the premise that the family constitutes the ecological context in which the infant and

young child functions (Bronfrenbrenner, lg77).
Theoretical Odentation
Strengths Perspective. Determining the needs of parents of developmentally

disabled infants and toddlers is a crucial part of providing family support through early
childhood special educational services. The intent of an assessment of family needs is not
to measure a construct such as intelligence or creativity that is assumed to be embedded

in the child's biological make-up (Bailey, 1995). Needs are often situational and maybe
expected to change over time rather than remain stable. Needs are one area of family

functioning that requires assessment, so are family's strengths. Weick, Rapp, Sullivan
and Kisthardt ( 1989) clearly introduced the strengths perspective:

"Dichotomies pervade hurnan life. In trying to cope with complex realities,
human societies have created stark divisions between the good and the bad, the
safe and the unsafe, the friend and the enemy.

It is a curious fact that greater

attention invariably is paid to the negative poles of the dichotomy: to the bad, the
unsafe, and the enemy. This pull toward the negative aspect of life has given a

peculiar shape to human endeavors and has, in the case of social work and other
helping professions, created a profound tilt toward the pathological. Because of
the subtle ways in which this bias is expressed, it contours and consequences must
be examined to set the stage for different perspective. The strengths perspective is
an alternative to a preoccupation with negative aspects of peoples and society and
a more apt expression

of some of the deepest values of social work." (p. 350).

The profession has not been in denial of the importance of recognizing individual
strengths

in

practice encounters. Indeed

in 1958, the Commission on Social Work
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Practice included as a main objective of the field to "seek out, identify, and strengthen the

maximum potential

in

individuals, groups and corlmunities" (Barlett, 1958, p. 6).

Current writers, such as Hepwonh and Larson (1986), Shulman (1979), and Germain and
Gitterman (1980), have focused on the danger of attending solely on individual pathology

while ignoring strengths. Concern about establishing the precise cause of a problem
entraps social workers

in a strategy for dealing with the issue only in those problem

terms. The motivation for a critique of the problem focus comes from two fronts. On

a

philosophical level, the intense focus on problems makes it difficult for social workers to
express some of the fundamental values of the profession. The belief in the dignity and

worth of each individual and the corresponding belief in individual and collective
strength and potential cannot be realized fully when the focus and concern is on assessing

liability (Weick, Rapp, Sullivan, & Kisthardt, 1989). On a practical level, the concern

with the problem focus places the social worker in a position of authority, making it
difficult for clients to learrr to trust their own decision-making skills to proceed on with
their

lives. As a result, fostering

dependency may occur and they may be tied to

professional help for extended periods of time.

A strengths perspective utilizes the appreciation of the positive

attributes and

capabilities that people express and on the ways in which individual and families develop

and sustain social resources, both formal and informal.
necessary

to practice according to a

A strength assessment

is

strengths perspective. The assessment relies

exclusively on the client's capabilities and aspirations in all life domains (Weick, et al.,

1989). In making the assessment, both the client and social worker seek to discover the
individuals and family resources from which the client can draw from when attempting to
meet needs. The question is not what kind of a life one has had, but what kind of a life
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one wants, and then mobilizing their resources available to meet this goal.

An emphasis on the positive aspects of human capabilities as the best stimulus for

growth runs directly counter to prevailing conceptions about problems and deficits
(Weick, et al., 1989). One belief which the strengths perspective maintains is that the
quality of growth is enhanced by attending to the positive abilities already established,
rather than on the lack thereof. An emphasis on the strength that is present is the vehicle

through which other talents and abilities may be developed. This position assumes that

parents and families do not build strengths and talents through focusing

on their

problems. In fact, the effect of a problem focus is to weaken people's assurance in their
abilities to mature in self-reflective ways. The fact that parents and families have gaps is
acknowledged, but the most effective strategy for developing strengths and capabilities is

to support a conscious emphasis on the gains already made. For example, even though it
is known that parents of young children with developmental disabilities are hard pressed

for time, they tend to still manage extremely hectic schedules demanding an organtzed
parent, which is truly a strength on their part.
Because

of a bias toward weakness rather than strength

as an expression

of human

qualities, there are several beliefs that guide the strengths perspective. One belief is that
people have the capacity to determine what is best for them (Weick

& Pope, 1988). This

long standing social work value concedes that people have an inner wisdom about what
they need and that eventually, people make choices based on their own best sense of what

will satisfy those needs. Those who hold a strengths

perspective assume that this inner

wisdom can be brought into more conscious use by helping people realize this potential
and the positive impact

it can have on their lives.

Once people gain the confidence to proceed with the difficult choices

in their
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lives, this gives birth to another principle which is: that people do the best they can. Even
though the system of social rules suggest that there is an absolute correct way to proceed

in life, most people experience a different reality. They realize the situations they face are
idiosyncratic, not only from event to event in their own lives but compared with events in

others' lives (Weick, et al, 1989). Given the complicated nature of situations and how
they play out,

it is difficult to imagine that there is one best way to proceed with life's

situations. Another belief of the strength perspective is that in the midst of complexity,
people proceed in the best way they can. Even when they are making what may seem to
be the wrong choices and decisions from an outsider's point-of-view, essentially they are
exercising their capacity to become self-determined.

Recognizing the complexity

of human situations supports another social work

insight about the relationship between individuals and environment. The personal history

and unique composite

of

personality characteristics interacting constantly with the

political, economic, social, and natural forces

of

society

possibilities of beliefs about predictability and certainty.

is an equation for vast

It is therefore impossible for

even the most well trained professional to judge or direct how another person should best
meet his or her needs.
Ecol o qica!-Persoective

Ecology seeks to understand the reciprocal relationship between organisms and

environment: how species maintain themselves by using the environment, shaping it to
their needs without destroying it; and how such adaptive processes increase the
environment's diversity and enhance its life-supporting properties (Germain & Gitterman,

1980). Social work uses this theory

as a metaphor to serve its purpose of helping and

promoting a more human environment.

Augshurg firriiega Lihr*ry
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The ecological perspective utilizes an adaptive, evolutionary view of human life

in continuous interchange with all aspects of their environments. According to Germain
and Gitterrnan (1980), "Human beings change their physical and social environments and
are changed by them through processes of continuous reciprocal adaptation" (p.

5). The

ecological perspective maintains that humans, like all living systems, must maintain

a

goodness-of-fit with their environment. At times, this fit may be stressful, that is, when
the concept of adaptation introduces itself into this perspective. This stress occurs when
there are discrepancies between needs and capacities and environmental qualities. Stress
arises in three interrelated areas of

living: life transitions (developmental stages),

environmental pressures, and maladaptive interpersonal processes of relationships and
communities (Germain & Gittennan, 1980, p. 28). Adaptation is an active, dynamic, and
often creative process. In the sarne regard, people, like all other living organisms,
coupled with their surroundings, form an ecosystem in which each shapes the other. "At
times, people change environments to make them conform to physical and psychological
needs, and they must then adapt to the changes they have induced" (Germain

&

Gitterman, 1980, p. 6). Related to the concept of adaptation, people, at other times,
adjust themselves to conform to environmental situations or to meet needs and attain

goals. People adapt by seeking new environments,

a process represented by a move

from

one place to another, the design of new social forms such as communes, or the creation of
a new religious sect and the experience

of conversion (Hartman, 1958). Essentially, life

transitions impose new demands and require new responses to those demands. How
people's needs or predicaments are defined determines in large measure what will be
done about them. If their needs and predicaments are located in the interface between
person and environment, then the professional strategy is directed to the interactions
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between the person and their environment (Germain & Gitterman, 1980). Therefore
goals in practice, under this perspective, are airned at strengthening adaptive capacities
and increasing appropriate responses to a person's environment.

This perspective provides the field of social work with a unique and social justice
agenda to strengthen the adaptive capacities of individuals, families, and groups in

attempts to influence environments so that transactions promote growth and development.
Parental

in Education

Many early childhood programs have broadened their focus to include parents

well

as children as primary

as

clients. The intent is to maximize the long-term gains of early

intervention programs by influencing the quality of family environrnents. Arguments for
programs aimed at parents of young children are based on such popular ideas as "parents
are a child's

first and most important teacher"; the early years are the most critical; many

parents, especially poor ones, are in need of scientific child development information; and

"every child has the right to a trained parent," (Bell, 1975,p.270). Rationales forparent
programs also are based on a Iarge domain of research findings that point persuasively to
the importance of home and parental influences on early child development. The basic

notion is that parent programs promote a family environment that is conducive to longterm gains in a child's social, cognitive, and physical development. What is more, when
parent programs are compared with intervention programs for the child only, a parental

focus may be more cost effective in that it affects siblings rather than the "target" child. It
also may produce an unintended outcome of self-growth changes in the parent, for

example, support with grief and distress issues (Powell, 1982).
These general reasons for parent programs enjoy high regard in a society that

presently has a deep concern about the health of American family life and an intense
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interest in strategies that promote the stability of families, especially as child-rearing
systems (Powell, 1982).

ln fact, the propensity to support programs aimed at parents

deeper than contemporary interests

goes

do. ln a historical perspective, Americans have long

held that social problems are amenable to technological remedies (Kessen, 1979), hence
the widespread and long-standing view of education as a panacea to societal

ills. It

appears that in the face of school failures with children from poor families, attention has

turned to parent education as a means to improve home environments and, ultimately,

underachieving children.
Parent programs are not a new idea, in spite of claims to the contrary by ardent

advocates. The notion that parents need to be informed has a rich history. For instance,
John Amos Comenius (1592-1670), the "father of education" wrote a handbook on the

rearing of infants, dedicated to "Godly Christian Parents, Teachers, Guardians, and all
who are charged in the care of children." ln this book he proposed that children should
remain in the 'School of ttre Mother' until six years of age. He reasoned that children
need more personalized care than a teacher of a group of children could

provide. In the

early 1800s there was a proliferation of pamphlets, tracts, magazines, and seffnons on

child rearing- In the 1820s, mothers study groups called Maternal Associations, were
formed throughout the country. In 1832, the first issue of Mothers' Magazine appeared
(Fein, 1980). The work of G. Stanley Hall and the child study movement in the 1880s
demonstrated great interest in the education of parents. The National Congress of

Mothers, now known as the Parent-Teacher Association (PTA) was formed in 1897 as the

first nationwide parent education organization. One of the major goals of the early PTA
was to work with poor families. Mother's clubs for poor women, supervised by PTA
members, were formed to provide a forum for disseminating up-to-date knowledge on
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child care and family life (Schlossman, 1980).
Today, parent programs and groups reflect a diversity of assurnptions about
parents' needs and strengths, and commonalities, determinants of parental behavior, and

methods of behavior and/or attitudinal change. Programs vary considerably in terms of
such factors as whether the focus is on the parent-child dyad or on the parent alone.
Programs may include the

following components of specificity of instruction: one-to-one

versus group discussion; concern for socioecological factors on the parent's

life, for

example, stress of unemployment or the special needs of raising a child with
developmental disabilities; home versus center-based setting; use of professionals and/or
paraprofessionals; frequency of contact, for example daily or weekly; duration of
program, whether weeks or years; and existence and flexibility of a predetermined

curriculum. Intentional goals are set to meet the needs of both the parent and the child.

A group of programs have been appearing since the mid 1970's that may be called
parent support programs. They may be distinguished from parent education programs
since the emphasis is on providing emotional support to parents.

A realm familiar to

social workers is group work. Whereas most parent education programs are interested

primarily in the cognitive development of children, support programs tend to focus on the
parents'experiences in adjusting to parenthood and the changing demands of rearing
young children. Support programs often take the form of parents'groups that may

function in ways that parallel self-help groups. There tends to be no established
curriculum of lessons on child development; instead, the content of group discussion
usually is determined by parents'interests (Wandersman, 1980). Some support programs
have been developed in response to the need

for "ecological intervention in the form of

family support systems" and give considerable attention to forces in parents'
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environments, for example, neighborhoods that influence child-rearing (Bronfrenbrenner,

1974,p.49). In 1992, Donald Bailey, Patricia Blasco and Rune Simeonsson conducted
research on the needs expressed by mothers and fathers of young children with and

without developmental disabilities by administering the Family Needs Survey (Bailey &
Simeonsson, 1990). They revealed that parents overall reported a need for finding more

time for themselves in terms of family and social support. They also found that parents
had an overwhelming need for obtaining information about services that were presently
and futuristically available for their

child. They

also examined needs in terms of financial

barriers. They found that most parents needed assistance in the area of basic needs.
Explaining to others was a category of need determination in their study. They found that
parents reported the highest need in finding reading materials about other families with
young children with similar disabilities. Child care was examined as well, findings

indicated that finding babysitters and respite care provides was a high need for the parents
responding to the questionnaire. Next they revealed that finding time to talk to their

child's teacher or therapist was a high need compared to finding time for the parent to
talk to a minister or counselor. Finally they introduced the category of community
services and revealed that parents indicated the highest need to talk to other parents of
young children with developmental disabilities (Bailey & Simeonsson, 1990).
Stress in Families with Children

with Developmental Delays

A substantial body of literature over the past 15 years

has focused on stress and

coping in families of children who have disabilities. Although these families tend to
report more stress than families of children without disabilities, there is substantial
variation in the nature and extent to which individual families report stress (Beckman &

Pokorni, 1988). Over the years, it has become more clear that increased stress does not
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necessarily lead to distress or dysfunction in families (Werner, 1989). As a result,
researchers have become increasingly interested in understanding factors that contribute

to the variance in family experiences (i.e., the factors that drive stress to distress and the
conditions that promote successful adaptation to stressors). Two variables that clearly
emerge as important are the availability of social support and the caregiving needs of the

child (Beckman, 1991).
Investigators have consistently reported that the amount of stress families report is
related to the social support they receive, particularly informal social supports (Beckman

& Pokorni, 1988). ln general, families who report higher levels of social support

also

tend to report lower levels of stress. As a result, social support has increasingly been

identified as a coping mechanism for family related stress.
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Caregiving needs have also been consistently reported with increased stress in

families of children with handicaps (Beckman, 1983). For example, Beckman (1983)
found that the number of additional or unusual caregiving demands was highly correlated

with the amount of

stress reported by mothers

of infants with handicaps. In a subsequent

study of low birthweight infants and theirmothers, Beckman and Pokorni (1988) found

that the number of additional or unusual caregiving demands was a significant predictor

of stress for parents when their child was between 6 ard 24 months of age. Similarly,
Gowen, Martin-Johnson, Goldman and Applebaum (1989) found that care giving

difficulty was a significant predictor of maternal depression when the child was 19 and27
months of age. Thus, a relatively consistent pattern of evidence has emerged suggesting
that the child's care giving needs contribute to the stress reported by parents. Now
consider the frustration of a parent who is responsible for the care giving needs of a child

who has a developmental delay and will not reach normative childhood milestones such

I8
as

toileting, walking and/or talking.
An issue that has remained somewhat unexplored within the body of stress

literature is the role of individual perceptions in predicting family adaptation. Although

Hill (1949) identified perception or the family's definition of an event

as a major

mediating variable in predicting whether a stressful event becomes a crisis, little research
has been focused on this issue. Moreover, few efforts have been made to expand the

body of knowledge on differences that may exist between family members in their
perception of the effect of a child with developmental delays. Most studies have focused
and relied on strictly maternal reports. Few studies have examined the differences

between mother and father reports of stress levels. Even fewer have examined the effects

of other family members, such

as young

siblings that are in a family with another child

that has developmental disabilities.

Early childhood specialists, in their work with families of infants and toddlers

with developmental delays have come to the realization that unmet family needs in basic
ateas such as nutrition, shelter, safety, health care, child care, and so forth, negatively

affect parents' health and well-being. This level of stress, in turn, decreases the

probability that parents will carry out professionally prescribed child-focused
interventions, because the parents do not identify the child-related intervention needs as a
high priority. A substantiated hypothesis throughout human behavior literature is that
when self-identified needs go unmet, these needs act as a force that presses one to invest
emotional and physical energy to meet these needs (Dunst, I-eet, & Trivette, 1988). This
intense level of stress, in turn takes a toll on personal well-being and health, and makes

attention to specialist prescribed interventions a low priority. It has been reported that
this has especially been the case when professional recommendations do not involve a
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plan designed to meet the parent's needs (Dunst, Leet, & Trivette, 1988). Thus, the
parent's failure to adhere to the prescribed regimen may not be due to resistant,
uncooperative, or non,compliant purposeful behavior, but because the family's
circumstances direct behavior toward other rnore pressing areas to

fulfill

needs.

A needs hierarchy perspective of environmental pressures suggests that unmet
needs unrelated to educating one's

child will generate momentum and take precedence in

terms of guiding behavior toward other goals. Thus, placing the educational and
therapeutic needs of a child lower in the parent's perception of the family's needs
hierarchy, consequently impedes the parental commitment of carrying out any

professionally prescribed interventions. Understanding this relationship between family
resources, well-being, and adherence to prescribed interventions would indicate that

before parents are asked to carry out child-focused interventions, efforts to meet other

family needs must occur. This can result in the parent's ability to have the time and
energy, and personal investment to work with their children in an educational setting.

Implications for Social Workers
As high stress levels in families with children with developmental disabilities
have been clearly reported

(Abidin, 1983), social workers must examine what

are

mediating factors that contribute to the ability to cope with these stressors. A variety of
studies have suggested the importance of informal support as a potential mediator

of

family stress (Beckman & Pokorni, 1988; Bristol, Gallagher, & Schopler, 1988; Dunst,
I-eet, & Trivette, 1988). Although social workers are considered part of the larger, formal
support network, social workers can utilize their skills to enhance and connect parents to

informal supports that may not be readily recognized by the tamilies.
As described in P.L. 105-17, the family must be a focal point as mandated through
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Part C of the

law.

Because families are different,

it is imperative that social workers

respond to family needs on an individual basis (Bosch, 1996). The social worker's

effectiveness

will

depend on his or her ability to provide services that are congruent

with

the family's cultural values and beliefs (Hanson, Lynch, & Wayman, 1990). This
includes efforts to understand how parents view the disability and its presence in the

family. The social worker must communicate effectively with parents in ways that
"respect the traditional values of these cultures while succeeding in achieving

collaboration between parents and professionals" (Harry, 1992, p.39).
According to Crnic, Greenberg, Ragozin, Robinson, & Basham, (1983), family
needs change as the family moves through

time. Therefore, families

are not static

entities. Social workers in early childhood services must recognize this through allowing
their assessment of strengths and concerns to be ongoing (Beckman & Pokorni, 1988;
Dunst et al., 1988) to reflect life-cycle changes in families.
School social workers, who are part of a team serving early childhood under the
auspices of P.L. 105-17,Part C can effectively impact the service delivery to parents

of

infants and toddlers with developrnental delay (Bosch, 1996). Social workers may
perform roles such as direct and indirect-service provision, research, and policymaking in
various settings, including schools, hospitals, and public health or social service agencies

(Bosch, 1996). Social workers are professionals who possess important skills for
optimizing early childhood service delivery, such as specific training in family and

individual assessment, service-coordination skills, and interdisciplinary-team processing
skills (Bishop, Rounds, & Weil, 1993).
Social workers are also able to help parents identify and engage inforrnal supports

(Bromwich, 1990) to reduce parent's and families social isolation (Telleen, Herzog, &
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Kilbane, 1989) and mediate stress (Crnic, Friedrich, & Greenberg, 1983). In
collaboration with the parents, the social worker should determine the strength and

availability of informal support systems. If the informal support system includes the
extended family network, additional assessment may be necessary to determine
boundaries in attempts to reduce parental stress (Kazak & Marvin, 1984).

Formal social service support is not a cure-all for parents and families. Formal
social support may need to be tailored to meet the special needs of parents and families
(Beckman, 1991) and to provide appropriate congruent support (Bristol, Gallagher, &
Schopler, 1988). Furthermore, when formal support systems are utilized, social workers
must be sensitive to family needs and levels of comfort. Contact with professionals can
undermine piuental confidence and authority in terms of competence with working with

their own child. Social workers should use emotional sensitivity and informality when

working with parents (Upshur, 1991).
The presence of a developmental delay in a child has a significant impact on

family life. The family has unique needs and stresses associated with the identification of
the special need within their child. Services are not only mandated through P.L. 105-17
they must be tailored to meet the individual needs of participating families. Assessment

of family needs and consideration of their unique situations as well

as service

delivery

and design are all attributes social workers bring to the field of early intervention.
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CHAPTER M
Methodology

This section describes and explains the research question, research design, and
instrumentation used in this study. It also describes the sampling, variables, procedures,
and data analysis of this study.
Re se arch Que

stion andD_egi,en

The research question posed was: What are the needs of parents of children with

developmental disabilities in the Eden Prairie Early Childhood Special Education
program?
The research design was a mail survey, utilizing a self-administered instrument

called the Family Needs Survey (Bailey & Simeonsson,l990). This instrument is used for
the direct assessment of family needs. The questionnaire was sent to 70 families

currently being serviced through the Early Childhood Special Education program in Eden
Prairie, MN.
Characterigtics of the Sample Populatioq

The sample selected for the survey were residents of the Eden Prairie School

District #272. The sample population consisted of 70 families currently receiving early
childhood special education services through the Eden Prairie public school system. The
ethnic makeup of the Eden Prairie school district includes 9OVo Caucasian ,47o African

American and 67o Other.
Research Terminology

Family. This was operationalized as all persons residing in a domicile. Families
consisted of single and/or dual parent households with at least one child currently

enrolled in the Early Childhood Special Education Program.
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Eligibility. The families

are

eligible for services if their child is between the ages

0-7 and has been identified with a developmental delay in two or more categories of

development. An early childhood education team must assess a child. The team consists
of a teacher, speech therapist and school psychologist to determine developmental levels
of functioning for the child. If the child is delayed in two or more areas of normative
development, the child will qualify for special education services. Once a child has been

identified as having a developmental delay, the entire family qualifies for mandated
servrces

lnstrumentation
The questionnaire used in this study was the Family Needs Survey (Bailey &
Simeonsson, 1990). Donald Bailey and Rune Simeonsson from the Frank Porter Graham

Child Development Center at the University of North Carolina in Chapel Hill created the
instrument. Permission was granted from Donald Bailey for the author of this thesis to

utilize the Family Needs Survey (Bailey & Simeonsson, 1990) for research purposes. The
Family Needs Survey (Bailey & Simeonsson, 1990) was created through their
comprehensive review of the literature, extensive discussions with early interventionists,
data collected from previous surveys conducted in North Carolina,

ffid their personal

clinical experiences in working with families. The survey instrument is a 35-item scale,
with items grouped into six categories: needs for information, needs for support,
explaining to others, community services, financial needs, and family functioning.
Each of the 35 items on the Family Needs Survey ( Bailey

& Simeonsson,

1990)

begins with a phrase such as "I need more...." Forexample, one item reads, "I need to
have more opportunities to meet and talk with other parents of handicapped children."
Thus the scale is need oriented rather than problem oriented. Statements reflect the
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parents'perspective on specific needs for services, rather than statements about nebulous
problems for which many solutions are possible. The rating is from

I to 3; rating of I

is

accompanied by the statement, "I definitely do not need help with this"; a rating of 2 is
accompanied by the statement "Not sure"; and a rating of 3 is accompanied by the
statement, "I definitely need help with this." This format was chosen on the assumption
that it would be easier for parents to respond to than the Agree-Disagree format or a 5-

point rating scale. This would allow parents to make clear statements about aspects of

family functioning for which they would like professional assistance. Since the items
focus on the needs of individuals, the instrument is also useful and may be completed
separately by mothers and fathers as well as extended family members

if appropriate. See

Appendix A for a copy of the Family Needs Survey (Bailey & Simeonsson, 1990).
Procedures

The Family Needs Survey (Bailey & Simeonsson, 1990) was used as an
assessrnent

tool in this study to determine specific needs of tamilies with children with

developmental delays. The sample families were identified through a current mailing list

provided by the Early Childhood Special Education Prograrn in Eden Prairie,

MN.

Each

family was mailed a questionnaire to ensure equal opportunity to participate. Follow-up
reminders were sent to non-respondents two weeks following the mail date.

Accompanying the questionnaire was a cover letter explaining who was conducting the
study, why they were chosen for participation, the time commitment, the benefits and
risks involved in participating, confidentiality, and the purposes of the study. Consent
was implied through a completed and returned questionnaire. See Appendix

copies of the cover Ietter and follow-up letter.

B and C for
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Data Analysis
Data were analyzed using straight percentages and frequencies. The most
frequent answer of "yes" and the least frequent answer of "yes" were calculated into
percentages and frequencies. Content analysis was implemented for the responses of the
open-ended question. The open-ended question specifically asked the respondent to

"please list other topics or provide any other information that you feel you would like to
discuss?".
Procedures for Protection of Human Subiects

The subjects were protected from participant harm. The information obtained was

not revealed in a way to identify, embarrass or endanger a participant. However, any
research can run a risk of

injury. The subjects' views

and attitudes about their needs were

the primary purpose of the study.

Anonymity is assured when the researcher cannot identify a given response with a
particular respondent, therefore the survey was mailed by the Early Childhood Special
Education program's administrative assistant. The questionnaire was accompanied by a
generic self-addressed business envelope in attempts to further ensure confidentiality.
The results were utilized for the completion of this thesis. They were also shared for

informational purposes with the Early Childhood program director. The Augsburg
College Institutional Review Board (IRB) approved this research study. The cover letter,
questionnaire, and approval letter from the IRB are included in the appendix.
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CHAPTER TV
Findings

A total of 70 Family Needs Surveys questionnaires (Bailey & Simeonsson, 1990)
were mailed to families culrently receiving early childhood services through the public

school. Thirty-one of ,the surveys were returned. Twenty-three of the thirty-one were

fully completed and used for data collection. The survey return rate was M.3Vo (N=31).
Of that 44.3Vo,74.1Vo (N= 23) were usable and analyzed for the purposes of this study.
The purpose of this study was to answer the research question of: What are the
needs of parents of children with developmental disabilities currently being served

through the Eden Prairie Early Childhood Special Education program? The Family
Needs Survey ( Bailey & Simeonsson, 1990) was used to answer this question. The
survey was subdivided into 7 areas of need. Those areas are: information, tamily and

social support, financial, explaining to others, child care, professional support, and
community services.
Information
Informational needs of parents of young children with developrnental disabilities
were related to understanding a disabling condition, how to stimulate development, as

well as present and future services available for children. Parents overwhelmingly
desired informational services available to their child. They most frequently desired

information about services that are presently available for their child. They equally
desired information about the services their child might receive in the

future. As shown

in Table, 1, both of the questions received the same number of responses (N=21 or gl%o).
This finding is consistent with that of Bailey, Blasco, and Simeonsson in their 1992 study
of parents of young children with and without developmental disabilities. Ten parents
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(N=10 or 43Vo) were interested in obtaining information on how children grow and
develop.

Table I
Parents Need for lnformation

No

Not Sure

Y-e-q

l0

3

t0

2. How to play or talk with my child

I

1

t4

3.

How to teach my child

5

I

t7

4.

How to handle my child's behavior

4

2

t7

5.

Information about any condition or
3

0

20

I

I

21

I

I

2t

1.

How children grow and develop

disability my child might have

6.

Information about services that are
presently available for my child

7

.

Information about services my child
might receive in the future

Family and Social Support
Family and social support needs are related to personal and socio-economic
support from friends and family members, as well as support from professionals in the

corrmunity. In this study, ffi displayed in Table 2, parents most frequently desired finding
more time for themselves (N= I 5 or 65To). This most frequent finding is commensurate to
the Bailey et al., 1992 study. Parents were least interested in deciding who will do

household chores, childcare, and other family tasks (N=5 or 2l%o).
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Table 2

Familv and Social Supp.o,rt
Nq

Not Sure

Yes

family about concerns

l4

-,

J

6

2. Having friends to talk to

l2

2

9

3.

Finding time for myself

4

4

15

4.

Helping my spouse accept any
8

4

ll

l2

J

I

11

3

9

l8

0

5

r2

I

10

1.

Talking with someone in my

condition our child might have

5.

Helping our family discuss
problems and reach solutions

6.

Helping our family support
each other during

difficult

times

7. Deciding

who will do

household chores, child care,
and other

8.

family tasks

Deciding on and doing family
recreational activities
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Etna4cial

Financial needs for assistance in paying for basic living expenses as well as
special expenses associated with having a child with a developmental disability. As
shown in Table 3, parents were most interested or concerned about paying for therapy,
day care, or other services their child might need (N=17 or 74Vo). This particular finding

is inconsistent with the Bailey et al. study of 1992. In their study, parent's highest need
reported in terms of financial assistance was in the area of basic needs. Parents reported
the least interest about paying for toys that their child needed (N=6 or 26Vo).
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Table

3

Financial Needs for Parents of Youns

l.

ildren with Develonmental Disabilities
No

Not Sure

Yes

13

I

9

ll

2

l0

6

0

t7

20

1

2

1l

I

1l

15

2

6

Paying for expenses such as

food, housing, medical care,
clothing, or transportation

2.

Getting any special equipment
my child needs

3. Paying for therapy, day care, or
other services my child needs

4.

Counseling or help in getting a

job

5. Paying for babysitting or
respite care

6. Paying for toys that my child
needs

3l

Explaining to Others
Explaining to Others is a category of needs related to responding when friends,
neighbors or strangers ask about a child's condition or helping a family member deal with
a

child's condition. Parents were most concerned with knowing how to respond when

friends, neighbors, or strangers asked questions about their child (N=15 or 65To), as
displayed in Table 4. This finding is inconsistent with previous finding of the Bailey et
al., (1992) study. In the Bailey et al., (1992) study, parents most frequently reported

a

need to obtain reading materials about other families with young children with similar

disabilities. Parents reported the least amount of interest or concern with explaining their
child's condition to their parents or spouse's parents (N=9 or 39To).

a)

Table 4

Explaining to Others

l.

No

Not Sure

Yes

t2

2

9

l1

2

l0

7

I

15

6

J

13

I

2

t4

Explaining my child's
condition to my parents or my
spouse's parents

2.

Explaining my child's
condition to his or her siblings

3.

Knowing how to respond when
friend's, neighbors, or
strangers ask questions about

my child

4.

Explaining my child's
condition to other children

.1

5. Finding reading material about
other families who have a child

like mine

Child Care
Child care needs are related to out-of-home childcare such as baby-sitters, respite
care, day care, or childcare at church or synagogue. As depicted in Table 5,

JJ

parents responded most frequently to the need of locating babysitters or respite care

providers who are willing and able to care for their child (N=14 or 617o). This finding is
supported by the Bailey et al., (1992) study. Parent responded the least amount of
concern about getting appropriate care for their child in a church or synagogue during

religious services (N=3 or l3%o).
Table 5

Child Care

1.

Not Sure

Yes

7

2

t4

9

2

3

l6

4

J

Locating babysitters or respite
care providers who are

willing

and able to care for my child

2.

No

Locating a day care program or
preschool for my child

3. Getting appropriate

care for my

child in a church or synagogue
during religious services

-l

Professional Support

Professional support is a category that contained three items related to the need for
time to talk to the child's teacher or therapist, a psychologist or counselor, or a clergy
person. According to Table 6, parents responded the most frequently to desiring more

time to talk to their child's teacher or therapist (N=6 or 26To). This finding is consistent

with the Bailey et al (1992) study. Parents responded desired the least amount of
professional support through meeting with aminister, priest, orrabbi

(N=l or 4Vo).
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Table 6
Professional Support for Parents of Youne Children with Disabilities

l.

No

Not Sure

Yes

t9

4

J

I

15

4

6

15

2

6

Meeting with a
minister, priest, or
rabbi

2.

Meeting with a
counselor
(psychologist, social

worker, psychiatrist)

3.

More time to talk to my

child's teacher or
therapist

Community Services
Community service needs are related to needs for childcare, medical, or dental
services. Table 7 shows that parents overwhelmingly responded to the desire to meet and

talk to other parents who have a child like theirs (N=15 or 657o). This finding is similar
to the Bailey et al., (1992) study. Parents desired the least amount of community support
through finding a dentist who would see their child (N= 4 or lTVo).
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Table 7

of Children with Disabilities

Community Service Needs for

l.

No

Not Sure

Yes

7

I

r5

l5

J

5

l6

)

4

Meeting and talking to
parents who have a

child like mine

2.

Locating a doctor who
understands me and my

child's needs

3.

a

Locating a dentist who

will

see

my child

The survey concluded with an open-ended statement that asked parents: Please
list other topics or provide Gny other information that youfeel youwould like to discuss.
Four of the twenty-three surveys analyzed responded to that question. Those responses
were

1)

How to get three children in different developmental stages to play together for longer
periods of time?

2)

What are good toys for this age group?

3)

Information on auditory retraining therapy.

4)

Most of these are already being met at the school. However, it would be nice to talk
to someone about the financial resources available as well as "explaining to others".
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CHAPTER V
Impressions and Recommendation

s

Impressions

The survey looked at seven different areas of possible need for parents with young
children with developmental disabilities. The first category of information revealed that
parents overwhelmingly desire information about specific services. This result
underscores that the service need is very high. School social workers involved in early

childhood services can interpret this result literally and familiarize themselves with
services available in related areas such as: child care, social services, public health,

mental health, and local support groups.
The reported low need for information on how children grow and develop is also a

point of consideration. This result emphasizes that parents of young children with
developmental disabilities are more highly concerned with the special and more often
than not, unique patterns of development their child has demonstrated. Discussions of
stages of development for children with disabilities is somewhat of a contradiction

of

terms since children with development issues generally do not develop according to
standardized stages anyway.
The next section the survey examined was that of family and social support. This
section explored areas of emotional support as well as family functioning in regards to

delineating chores. The highest area of need reported by parents was their ability to find

time for themselves. This leads to

a

conclusion that being a parent of a child with special

needs is extremely time consuming. This reported result is

of special interest to the field

of social work when examining stressors that affect families. According to the literature
review, families of children with developmental disabilities report more stress than those
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of children without developmental disabilities (Beckman, 1991, Beckman & Pokorni,
1988; Beckman, 1983). Social workers must understand factors that contribute to these
stressors. Availability of time to devote to oneself as a parent is certainly one of them.

The next section of the Family Needs Survey (Bailey & Simeonsson, 1990)
examined parental needs related to finances. The highest financial need reported was that

of paying for therapy, day care, or other services a child with developmental disabilities
may need. Social workers must keep closely attuned to this factor when working with

families of children with developmental disabilities. The impression is that social
workers must, in order to best assist families, consistently be aware of all sorts of social
as

well as financial services available to these families to help meet the needs of these

families. The question that reported the least amount of need was that of parents being
able to pay for toys that their child may need. Further supporting the notion that parents
are more interested

in the delivery of services rather than obtaining tangible items their

child may need to optimally function.
The next topic the survey focused on was that of explaining to others. Parents
reported a high need of knowing how to respond when friends, neighbors, or strangers ask
questions about their child. Social workers must be able to help parents identify and
engage informal supports to allow them to reduce social isolation and stigmatization. This

impression is validated by one of the qualitative comments provided by a survey

participant as well. The corrment specifically stated, "it would be nice to talk to someone
about 'explaining to others'. This could be interpreted as a need to become connected and
perhaps emotionally supported by other parents with similar issues, needs, and concerns.

It is not surprising that the concept of explaining the condition to parents' parents is the
lowest reported need in this subcategory. This reported need reveals that grandparents of
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children with developmental disabilities accept conditions of children. This reported low
need also lends credence to the idea that extended family can be considered a potential
source of informal support.

Child care was the next section the questionnaire examined. The highest reported
need was that of locating babysitting or respite care providers who are
care for their

willing and able to

child. This need is the third highest reported by study respondents after

inforrnation about services and finding time for self and responding to others. The
impression is that adequate childcare is a limited resource in the Eden Prairie community.

Limited child care can present additional stressors to parents because they are unable to
find time for themselves and other family members.
Professional support was the next subcategory examined to assess parental need.
The need in this area was not overwhelmingly reported. Of the twenty-three respondents,

only six indicated a need for one of the three options available to meet the possible need
of professional support. Six respondents (269o) felt that having more time to talk to their

child's teacher or therapist was the most applicable need. Understanding that parents are
hard-pressed for free-time and desire affordable services for their children with

developmental disabilities, seeking professional support for themselves in a formal
setting seems unrealistic. According to this survey, even though it was the highest need

of the three choices, in the scheme of overall needs, professional support is of a low

priority to the parents responding. Further indication that professional support as a whole
to parents is of low priority is that only one respondent indicated a desire to meet with a

minister, priest, or rabbi.
Community services was the last subcategory presented to gather information
about parental needs of children with developmental disabilities. This need category
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received the same as or higher number of respondents than all other categories except

information and financial. Fifteen parents (65Vo) responded to the need of desiring to
meet and talk to with other parents who have a child with similar issues that their own

child does. This finding does not seem out of sorts with the other findings of the survey
as

well

as the literature

review (Bailey, Blasco, & Simeonsson, 1992). This substantial

need suggests that parents of children

with disabilities desire to meet and talk with other

parents of children with similar issues. This finding is a theme found in the research and
supports a social work ethos of group and sociaUemotional support.
Recornmendations
Several recommendations are developed from the results of the questionnaire.
These recorlmendations are posed toward school social workers involved with families

who have children with developmental disabilities.

A recommendation to the profession of social work is to bear in mind that parents
of children with developmental disabilities are hard pressed for time to effectively
manage busy schedules. Therefore a social worker working with families of young

children with developrnental disabilities must be constantly awiue of this need when
applying any intervention strategy, formal or informal. The item that indicated the least
amount of need was that of household chore delineation. This may suggest an unrealistic
expectation that tamilies where one, or sometimes more, of the children are affected with
a developmental

disability are even physically or mentally able to perform household

chores. In some families, this decision may not even be applicable due to the child's
disability.
Social workers providing professional support through early childhood services
should maintain an awareness of the need to obtain social support from other families
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with children with similar developmental disabilities. A possible strategy to meet this
need would be to elicit support groups to provide emotional support to parents facing

similar issues. Support groups may take the form of parent groups and serve similar
functions of self-help groups. Social workers involved in early childhood special
education must be aware of this need for support and camaraderie. This is a topic that
parents could explore together in a group situation where there is no curriculum

established. Instead, the content of the group's discussion would be guided by the
parents' interests. This recommendation is supported by one of the qualitative comments
provided by a survey participant. The comment specifically stated, "it would be nice to

talk to someone about 'explaining to others'. This is a need to become connected and
perhaps emotionally supported by other parents with similar issues, needs, and concerns.

A recommendation for social workers is to begin an informal support network of parents
who are willing and able to meet, share, and discuss issues related to being

a parent

of a

child with developmental disabilities. Social workers providing support through early
childhood services should maintain awareness of this need and meet it with support
groups which may function to provide emotional support to parents facing this issue.

Support groups may take the form of parent groups and serve similar functions of selfhelp

groups

Recommendations to school social workers involved with families who

have children with developmental disabilities should consider the needs of parents in

relation to professional support. Professional support as a need of parents should not be

overlooked. First, social workers must attend to needs that are of the rnost immediate
concern or most highly desired by parents. These include the need for information and

financial support as well as explaining to others and finding time for themselves
parents.
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A recommendation for social workers applying social work skills ro this
population is to utilize informal networking skills when meeting and talking with parents
of children with disabilities. Social workers rnust stay in tune with parents and realize
that they may want to become part of a more formal network where they may share and
discuss concerns with which only other parents with similar issues may empathize.

Limitations
This study has three primary limitations. First, the sample population was drawn
from a select group of parents enrolled in the Eden Prairie Early Childhood Special
Education program, thus the extent to which the findings are generalizable to a national
sample is uncertain. Second, the study only documents needs expressed in response to
predetermined statements and, therefore, may not reflect the universe of family needs.

This is regarded as a limitation even though the addition of an open-ended question
allowed farnilies the opportunity to clarify responses to standard items and to provide

information about needs in addition to those listed in the survey. The third limitation of
direct assessment of family needs is that these needs may be confined to those the family
is willing and able to identify. Although such needs are likely to serve as appropriate
goals in strategizing interventions, they may be perceived by interventionists as low

priority or inappropriate relative to their assumptions of family needs. Needs or problems
addressing family dynamics, for example, may not be apparent to families, much less
reported by them. These problems may, however, not be within the realm of expertise of
most early childhood special educators. By involving social workers and focusing on
those needs that are of direct concern to tamilies, early childhood specialists and social

workers can develop a trusting relationship with families, assist families in achieving
goals and ultimately facilitate the inclusion of the young child with developmental
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disabilities as an optimal functioning family member (Bailey, 1987).
Despite these limitations, however, the results are supported by previous studies.

This study does provide a basis of understanding some of the needs of parents of children

with developmental disabilities. The major findings of this study can be summarized

as

follows:

l.

Farnily needs, as expressed by parental responses to the Family Needs Survey
(Bailey & Simeonsson, 1990) appear to group into five factor areas:

Information, Family and Social Support, Financial, Explaining to Others, and
Community Services.

2.

Three items reflective of professional services did not appear frequently as an

identified need of parents of children with developmental delays.

3.

The most prevalent reported were expressed needs for information, selected
areas

of financial help, and finding more time for themselves as well

as

explaining to others their child's condition.

4.

Three items did not appear as a high frequency need for any of the parents
responding to the Family Needs Survey (Bailey & Simeonsson, 1990):

meeting with a minister, priest, or rabbi, or counselor and locating a doctor or
dentist for child's needs. These items appear to reflect services or support

from people the parent does not know.
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Conclusion
The documentation of family resources, priorities, and concerns are becoming an
accepted part of early childhood professional literature (Dunst, 1985; Bailey et al., 1992;

Beckman, 1991). Within the empirical literature, family support is becoming a
philosophically endorsed dimension of early childhood services. However, implementing
this goal in the context of daily practice is a continuing concern. We must apply a broad
based needs hierarchy perspective to encompass all of the family's needs, goals,

perspectives and aspirations when implementing a personalized family service plan,
otherwise we are likely to involve families in early childhood services that have harmful
rather than positive consequences (Dunst,

lret, & Trivette, 1988).

This is the case

especially when personal and family needs are likely to influence various aspects of

tamily well-being. We as professionals must recognize these needs and take them into
consideration when asking parents to function as educational agents for their children.
The ability to apply a broad based perspective and thoroughly assess family needs is
essential in order to support and strengthen families in a positive, proactive manner rather

than blame or shame families for failing to subscribe to what professionals think is best

for them and their children.
Further conclusions relate to the diversity of family needs and the complex nature

of family functioning which pose special challenges to professionals working with
parents and families of children with developmental disabilities. It is clear that a
coordinated and comprehensive approach to assessing family needs requires a

multidisciplinary team to fully attend to the various needs of

a

family with a child with

developmental disabilities. Cadman, Goldsmith and Bashim (1984) have argued that

clinicians need to be aware of the differences between their own values and those of
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parents. "ln order to validly understand and appreciate these values and preferences in
decision making, they should measure parental needs in a feasible, reliable, valid, and

quantified manner" (p.63). The direct explicit assessment of family needs through the

utilization of the Family Needs Survey as described in this paper constitutes one element
of an approach for professionals working with families of children with developmental
disabilities.
Taken collectively, these findings reinforce the importance of ascertaining the

particular needs of each family, especially those of parents of children with
developmental disabilities. Complemented by gathering information in other areas, such
as

family resources and strengths, through employing other procedures such

as

interviewing and observation, assessrnents of needs can enhance the delivery of an
effective early childhood special education service to families.
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Appendix A

Susan Peterson
8300 Golden Valley Road #?24
Golden Valley, MN 55427
Professor Michael Schock
lnstitutional Review Board
Augsburg College

Minneapolis, MN
February 12, 1998

Dear Susan,
We received your research proposal and IRB application, lrleeds assessment for
parents of children with developmental disabilities: Implications for social workers'.
This application is an expedited review. We have reviewed your application and have
accepted it with one condition. You will need to offer a post box number to mail
questionnaires back in order to maintain the distance between you as a researcher and
your role in the agency. Your PO Box # is 410.
It is customary to pass on recommendations reviewers have regarding each
application. Your survey has no direction to the participant. You will need to print on
the top of the survey clear direction on how to read and answer the questions. You
should also reiterate the provision that participants are able to skip questions without
penalty.
Your IRB number is97-36-02. Please use this number in all official
documentation in your research, Include this number in your consent form. Thank you
for your patience. Do well in this most interesting research.
Sincerely,

Michael Schock

cc. L. Bosch
B. CI yde
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Appendix B

Family _Needs Survey
(F.vir.d,
tgsbl

Deor Porent/Coregiver:
Mony fomilies of young children hove needs for informofion ond support. Listed
bebw ore some needs commonty expressed by fomilies, Pleose check in the columns
on the right those topics thot opply to your fomily or sifusfion. At the end there is o
ploce for you to describe other toprcs not included in the list,
lf you choose to complete this form, fhe informotion you provrde wlll be kept
confidentrol. tf you would prefer not to complete the survey of this time, you moy keep
it for your records.
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Appendix C

Dear ECSE families,

Greetings from Sue Peterson,Early Childhood Special Education (ECSElsocial worker. I
have had the forttrnate opportunity to meet some of the families involved in the program, but

certainly not as many as I would like. As part of

m1r

ne$/ found position at ECSE, I would like

to get a better rurderstandiog of your thoughts, needs, and perceptions of how our program could
hetter servqfamilies.

In an attempt to examine a few commonly repnrted needs of families, I ask you to take the
time to complete the attached Family Needs Survey (FNS). After completion, please return

it

uriththese[-addressed.stamped envelope attached. The intentof this survey is two fold: One is
to utilize the results to gain a better understanding of family needs in order to design and
implement progams to better serve parents and families. The second is to pgrfiorrn a thorough
needs assessment for my saduate progrirm at Augsburg College.

Compliance with this request strictly voluntary. The resutts will be kept confidential. If you
prefer not to complete the suvey at this time, you may keep it for your records. In advance,

like to thank all who participate in this survey. If there are any questions or comments
contact me at 975-7244 or voice mail at975-2794. Thanks again.

S

ue

ECSE and CKC social worker
97s-7244

Id

p.lease
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Appendix D

Dear ECS.E fanrilies,

Perhaps some of you have seen the attached
Family Needs Survey (Bailey
simeonsson, I990)', please disregard if you've
already completed it and THANK

Allhough all families

&

youl

children have unique needs. the hope is ga,o
to
infonnation that
may be useful to many families when conside.ing
needs of parents involved in Early
chilhood ProEfams' compliimce is completely
voluntary and results are confidential.
Please take the time to complete and
send back in the attached envelope.
and-

Thankragain!

s

,a

>uL

Sue Petf,.rson

ECSE and CKC Social Worker

